This study explores the health seeking behaviour of poor male and female tuberculosis patients in Bombay, and examines their perceptions of the causes and effects of the disease on their personal lives. Sixteen patients who attended an NGO's tuberculosis clinic were interviewed in-depth. Almost equal numbers of respondents stated 'germs' and 'worry' as the cause of tuberculosis. Men worried about loss of wages, financial difficulties, reduced capacity for work, poor job performance, and the consequences of long absence from work. Women were concerned about rejection by husband, harassment by in-laws, and the reduced chances of marriage (for single women), in addition to their concerns about dismissal from work.
Introduction
The interest of Indian policy makers and public health officials in tuberculosis control has been renewed in the wake of the mY/AIDS pandemic. It is estimated that in 1990, the incidence of tuberculosis was 242 per 100 000 population and that there were 2.1 million incident cases in India (Dolin et al. 1993) . It is also estimated that the annual tuberculosis death rate ranges from 350 000 (NT! 1991) to 500 000 (Pillai, forthcoming).
The true prevalence of tuberculosis in India is not known. In 1955-58, the prevalence of sputum positive tuberculosis, for those above 5 years of age, ranged from 229 to 813 per 100 000 (WHO/GOI 1992). The current prevalence is estimated to be approximately 467 per 100 000 nationally (NFHS 1992-3) with areas of high endemicity in certain rural areas and urban slums. It is estimated that about a third of the total tuberculosis cases of India are located in urban areas: metropolitan cities and their suburbs and towns. Risk factors for urban tuberculosis infection like malnutrition, overcrowding, illventilated houses, cramped and poorly ventilated work places and stress are highly correlated to the living conditions of the urban poor. Social and behavioural factors like homelessness, drug abuse, and alcoholism are risk factors both for disease occurrence and for non-compliance of diagnosed patients with tuberculosis chemotherapy (RossiEspagnet et al. 1991) .
In Bombay over 50% of the poor live in slum-like conditions. The synergy between their economic condition, living conditions, and health and nutrition status increases their susceptibility to tuberculosis. Pillai (forthcoming) estimates that there are 16 million prevalent cases of tuberculosis in India of which approximately 200 000 are in Bombay. Of these, 50000 are sputum positive. She further estimates that of the estimated 4 million annual incident cases, 16 000 are located in Bombay and that of the 500 000 annual tuberculosis deaths, Bombay accounts for 9 000 (Pillai, forthcoming).
The Indian tuberculosis programme, which has been in operation since 1962, focuses on short-term measures like case detection and case holding. The programme offers short-course chemotherapy which is available free of charge through tuberculosis control clinics located in urban and rural areas. The programme sets targets for new case detection but these have consistently remained unfulfilled. For instance in 1992-93, the programme met 88 % of its set target for new case detection (National Programme for Control of Tuberculosis, quoted in Rao, 1995:268) . Treatment completion rates were reported to be very low. At the national level it was 41 %. The highest rate, 73 %, was in Maharashtra (NT! Year Book, 1992 : 29, quoted in Rao, 1995 . Although it is presumed that the variety of health resources in urban areas makes the treatment of tuberculosis easier than in rural areas, this study shows that for the urban poor, and particularly for married women, access to tuberculosis services continues to be severely restricted.
community. PATH served 120 tuberculosis patients (see Table 1 for their profile) during the period of April 1993 to March 1994. This is a small fraction of the tuberculosis patients residing in PATH's service delivery area. The organization's stratcgy is to increase community awareness of tuberculosis as a problem, to care for tuberculosis patients, and to enable them to make the best use of available public services. Suspected patients are identified through home visits, or through referrals, and are invited to join the PATH tuberculosis programme. They are organized into a group which meets periodically to plan and implement their care. The group works with PATH staff to secure medical consultation, diagnostic facilities and medicines from the government-run tuberculosis programme. Investigations of suspected tuberculosis patients are conducted at a government-run tuberculosis centre, where they are registered for treatment on confirmation of diagnosis. Medicines are collected on behalf of patients from this public tuberculosis centre and distributed at the PATH centre, which is located in the community.
PATH's Tuberculosis Coordinator and a team of four mUlti-purpose workers counsel patients and their families and follow these patients through regular home visits to ensure that they take medications. To prevent default, a patient is required to give PATH a 'caution' deposit ranging from Rs.IOO to Rs.400 before the start of treatment. This deposit has been considered a motivating factor in the completion of treatment in many cases.
.Sample and methods
The purpose of this study is to explore the health seeking behaviour of poor tuberculosis patients in Table 2 .
The sample of this study is small and nonrepresentative; it also has a selection bias as not all who were approached consented to be interviewed. Hence, definitive conclusions about the effect of tuberculosis on the lives of men and women in urban areas cannot be drawn. Yet, it suggests significant trends in two areas which are crucial for tuberculosis control: patients' health seeking behaviour and their shift from private to public health providers; and gender-and marital status-based differences in patients' ability to seek and sustain appropriate care. This study provides an initial exploration into these areas. They require systematic investigation with a larger sample. The task is urgent in view of expert forecast of the steep rise in dual HIV-tuberculosis infection in South-East Asia by the turn of the century. I Bombay, to understand their perceptions of the cause of this disease, and to examine the effects of tuberculosis on their personal lives. An opportunistic sample of 16 patients was drawn from the population of 120 tuberculosis patients who attended PATH's tuberculosis clinic. We excluded children from our sample, even though they constituted 48 of the 120 patients, because our focus was the genderdifferentiated experience of adult tuberculosis patients. Among the adults (those over 18 years), we initially interviewed four married men and one single man, and three married and two single women. Initial scrutiny of the data showed differences in experience of the disease based on patients' marital status. To explore these differences, we interviewed two more each of single and married women and two more single men.
Each patient was interviewed twice. During the first interview, we gathered socioeconomic and demographic data about the patient. The second was an in-depth interview to gather information relating to the main research questions. This interview lasted 60 to 90 minutes and was conducted in Hindi. All patients were interviewed by the same researcher (DN) on both occasions. Additional information was
Knowledge about tuberculosis
Respondents' knowledge of tuberculosis reflected the varied health cultures which formed their environment: biomedical information obtained through health education sessions organized by the NGO, and local ideas about the cause, transmission and treatment of tuberculosis. Thus, almost equal numbers of respondents stated 'germs' and 'worry' as the cause of tuberculosis. Worries related to family disharmony and unhappy marriage. One woman respondent, whose husband was always suspicious about her fidelity, thought that she contracted tuberculosis because of her worry about her husband's suspicions. Financial matters, 'being pestered by money lenders', was another source of worry.
Unhygienic living conditions, poor diet and personal habits like smoking and consumption of alcohol were other commonly perceived causes of tuberculosis. Only one respondent thought the disease was hereditary. Most respondents knew that regular treatment was needed, but details of duration were not known. Their chief concern was the reduction in their capacity to work as a result of the disease. In discussions, more than half the respondents expressed concerns about the efficacy of cure. A summary of the respondents' knowledge about tuberculosis is presented in Table 3 .
Health seeking behaviour
The slum locality in which we conducted the study had a variety of health care providers, many of whom were consulted by the respondents. Table 4 presents their pattern of resort to treatment-seeking with the onset of symptoms of tuberculosis.
Respondents said that for a period of 15 days to two months after the onset of symptoms like cough, fever, loss of appetite and weakness, they did not take any specific action. Table 4 indicates that 12 persons did nothing and the others tried self-medication through home remedies or medicines purchased over the counter. Discussions with neighbourhood drug-store owners revealed that cough syrups, antibiotics and other drugs which could provide relief for symptoms of tuberculosis were available for purchase over the counter, although the law mandates a physician's prescription for purchase of antibiotics. Patients perceived coughing of blood, enlarged lymph nodes and persistence of symptoms as increased severity of illness and they shifted from selfmedication to intervention by a physician. The physician of choice appeared to be a private practitioner, whatever his qualification, and not physicians at free government tuberculosis clinics. Most private practitioners practised allopathic medicine, irrespective of the system of medicine in which they were trained. If haemoptysis and enlarged glands continued, patients sought a diagnosis, a name, for their illness. At this stage, as Table 4 further indicates, there was a second shift in treatment-seeking. Respondents preferred the services of an allopathic doctor (5 of 16), and that of hospitals and health care NGOs (7 of 16). After diagnosis, once treatment had to be taken on a regular basis, these respondents shifted yet again to the services of the health care NGO.
Cause of tuberculosis
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The data indicate that private medical practitioners were one of the most frequently consulted health care providers. Eighty per cent of the respondents had visited a private medical practitioner during the course of their illness. This observation raises several programme and policy issues which will be discussed later. As the disease progressed, respondents shifted from the private doctor to municipal and NGO health services; the reason for the shift was primarily motivated by the cost of treatment.
The cost of diagnosis of tuberculosis by a private practitioner ranged from Rs.1OO to Rs.200, which was the cost of an X-ray and three sputum tests. Additionally, the respondents had to bear the cost of treatment prior to diagnosis. The average cost of medicines for a nine-month treatment course was Rs.3510 (@ Rs.13 per day): this precludes the cost of occasional visits to the physician which reportedly ranged from Rs.15 to Rs.200 per visit. As treatment by a private physician required the purchase of medicines, respondents shifted treatment to a source where the medicines were disbursed free of charge, in this case the NGO which worked with the government.
Some respondents had used the municipal health services, but there was a high degree of dissatisfaction with this source. Government general clinics did not usually stock medicines for tuberculosis, and the closest government tuberculosis clinic was about nine kilometres away from this slum locality, requiring time and money to travel for treatment. Moreover, clinic conditions like fixed days of service, inconvenient and fixed timings, and lack of personal attention by clinic staff, resulted in drop-outs and irregular patients. Respondents preferred the NGO because it was located in their community, and they did not spend time travelling to collect medication: the medicines were free; the supply of medicines was regular; and they received personal attention from the NGO staff.
Five of the 16 respondents (three male and two female) had been defaulters prior to commencement of treatment with PATH. High cost of drugs, their irregular supply, and inadequate follow-up and inattention to side-effects of the drugs were the chief reasons for default.
Effects of tuberculosis on personal lives
Tuberculosis severely affected the wage-earning capacity of the respondents. Ten of 13 wage-earning respondents claimed that after the onset of illness, their wages had decreased from Rs.2500 per month to about Rs. 1000-1500 per month. Most wage earners worked in the informal sector, hence they were particularly vulnerable not only to loss of wages but also to dismissal from work. While the male respondents were self employed and thus did not lose their jobs, women respondents faced this threat as they were employed by others, for instance as domestic servants.
Gender and marital status appeared to be key criteria in respondents' varied perception of level of family support. Five of seven married men said that they received family support in the form of encouragement to take their medication regularly, provision of rest, and a lighter workload. Similarly, the four unmarried women said that their families extended support by accompanying them to the doctor regularly and enabling them to take rest. The extent of family support to unmarried daughters was evident in an NGOconducted tuberculosis education session where the mother of an unmarried female tuberculosis patient claimed that she (the mother) had tuberculosis so as to protect the daughter from the stigma attached to having the disease.
Married women patients, however, did not experience the same degree of family support as did unmarried women. Three of the five married women said that they had faced some sort of discrimination once they had been diagnosed as having tuberculosis. Shabnam's story is typical. Her husband deserted her and their two children as soon as she was diagnosed for fear that he would contract the disease, and on the assumption that she would be unable to take care of the household. Women said that their husbands and mothers-in-law repeatedly sent them back to their natal home until such time as they were cured. They were often accused of bringing the disease from their natal homes and were threatened with separation.
Tuberculosis brought on worries which had clear gender differences. Men worried about loss of wages, financial difficulties, reduced capacity for work, poor job performance, and the consequences of long absence from work. Women were concerned and anxious about rejection by husband, harassment by in-laws, and the reduced chances of marriage (for single women), in addition to their concerns about dismissal from work. Hence, married women patients reported that they tried, often unsuccessfully, to keep their condition secret.
Women usually had to continue with cooking and childcare. They were reluctant to be hospitalized, even when so advised, in the absence of childcare facilities. We observed that men respondents expected and received better care from their wives, while thc reverse was seldom true. Men dropped out of treatment because of pressures to return to wage work or due to alcohol and drug addiction. Women dropped out because of the pressure of housework, and the strain of keeping their condition secret, particularly when the reasons for their movements outside the home were routinely questioned.
Discussion
This small study highlights several trends and issues in the urban experience of tuberculosis which need to be validated through larger studies, and which should be addressed in tuberculosis control programmes.
As stated earlier, case finding and completion of treatment are two weak components of the Indian tuberculosis programme. Hence, it is immensely worrying to observe that when a patient contacted the health care system, neither the private nor the public health care delivery system offered a convenient, efficient, acceptable and affordable tuberculosis cure.
Although private practitioners were the first source of formal, allopathic treatment, they were generally unable to correctly diagnose the discase. Uplekar and Rangan (1993) found that private practitioners in Bombay were poorly trained to diagnose and treat tuberculosis; they often prescribed wrong and irrational treatment; they did not refer patients to the government disease control programme; nor did they notify the public health authorities of incident cases.
For the patient, misdiagnosis and faulty treatment represents loss of scarce time and money in the search for treatment. Wrong treatment could lead to high default rates when patients find no signs of improvement. It may actually cause more transmission by creating chronic excreters of tuberculosis bacilli, some of which may belong to and propagate drugresistant strains (Rossi-Espagnet et al. 1991) . For public health officials, misdiagnosis represents an undercount in the incident cases of tuberculosis. Such underestimates can result in poor quality service and dissatisfied users, consequent to shortages in drug supplies, equipment and personnel. When the high cost of drugs push tuberculosis patients to use government health services, they once again face poor quality services in the form of irregular and inadequate supply of drugs and other materials, and the unfriendly attitude of staff. Hence, when patients obtain some immediate relief, they are likely to discontinue treatment, thus adding to the pool of tuberculosis patients.
Another issue which the data indicate and which has strong policy and programme implications is that the responses to and consequences of tuberculosis were determined as much by gender as by other factors. In other words, 'the behaviours, expectations, and roles attributed by social structures to women and men' (Rathgeber and Vlassoff 1993) resulted in a differential, gendered experience of tuberculosis.
This study indicated, for instance, that tuberculosis affected the wage-earning capacity of both men and women. The men and women of our sample worked in the informal sector and were not covered by any work protection or occupational health legislation. The men were mainly involved in jari work.
3 The disease affected their efficiency and thereby lowered their income which was dependant on their work output. Yet, as the men were self-employed, though they suffered a wage loss, they did not lose their jobs. Women, in contrast, were employees. A possible long-term consequence of having tuberculosis for them was the loss of employment, thus also loss of wages. This could affect their recovery as illness is a time when more financial resources are required. It could adversely affect the nutritional and health status of her family members, particularly if the woman is the head of the household, or if her earnings maintain the household.
Women and men experienced differing amounts of family support, which was expressed in terms of rest, and lighter workloads. More specifically, family support was also manifest in early contact with a physician (irrespective of his competence to diagnose and treat tuberculosis) and the duration and regularity of treatment, with more support being experienced by men, and unmarried women who werc staying in their natal homes. Married women did not appear to have as much support for the treatment of tuberculosis as unmarried women. Cases of desertion and temporary abandonment highlighted the discrimination they faced.
The distinct experiences of married and unmarried women needs further examination. A few studies (see Vlassoff and Bonilla 1994 for a review) of tropical disease focus on gender; however, they do not differentiate experiences based on marital status, and specially on the type of marital household (i.e. household with nuclear family v. that with the in-laws and nuclear family). Ulrich (1993) cites the example of a study conducted in Pakistan which found that women who were less mobile showed less compliance with leprosy treatment. Yet we do not know if conditions which facilitate mobility (like the presence of an older chaperone) are associated with marital status and type of household.
The last area of concern, which needs further systematic study is the relationship between mental health, physical health, and the experience of living as a poor person in an urban area. Nearly half of the respondents perceived worry as the cause of contracting tuberculosis. A gendered trend appeared to be evident: while men worried about financial considerations only, women worried about finances as well as about family problems. Stressors of daily urban living are many and include irregular income, inadequate food, erratic supply of water, non-availability of sanitary facilities, sub-human living conditions and insecurity of housing, long and crowded public transport systems, police harassment, exposure to various types of pollutants, and social tensions of city life. Tuberculosis can be yet another cause for stress.
The urban poor live in an environment of uncertainty with worry as a constant reality. They attribute disease causality not only to germs, inadequate food and unsanitary living conditions, but to worry and the stress of urban life. In this context, it is noteworthy that in a study conducted among poor women living in a slum in Baroda city, India, 9 of 20 women attributed the cause of their weakness and related morbidity like headache, backache, and excessive white discharge (leucorrhea) to mental tensions relating to care of their children and insufficient income (Kanani 1993: 31) . Harpham (1994) has proposed a similar model of the synergistic interaction between mental health and urban life, although her model was not specifically gendered. The link between poverty and disease, particularly tuberculosis, is well documented.
We need more studies which capture genderdisaggregated lay concerns with the interface between the physical and mental tensions of city life, and its manifestation as health problems.
These findings have definitive implications in two areas concerning tuberculosis control: the delivery of tuberculosis services by the private and public sectors, and outreach to women patients suffering from tuberculosis.
Both private and public health care delivery systems must respond more effectively to tuberculosis control in urban areas. Public health systems need to retrain their staff to identify and treat tuberculosis patients. Increasing technical and managerial capacity and financial inflows to the NTP would improve case detection, and reduce the pool of prevalence. From the patients' perspective, a qualitative improvement in public tuberculosis control programmes in terms of provider attitude, regular availability of drugs, shorter waiting time at clinics, community-based diagnosis, and flexible clinic hours may ensure greater compliance. In the private sector, retraining of doctors to improve their diagnostic skills and to provide rational treatment for tuberculosis may ensure greater compliance and completion of treatment. Yet, since cost of care seems to be the main reason for a switch from private to public health services, improved linkages between these sectors in terms of diagnostic services and supply of drugs may increase the effectiveness of tuberculosis control measures.
Being female, and married, appears to lead to neglect of tuberculosis and untimely care. Tuberculosis is a disease of poverty; among the poor and underprivileged, poor women are at greatest risk, and they face the greatest obstacles to seeking complete cure. Special efforts should be made to identify women tuberculosis patients, and to create facilities which enable them to complete treatment.
Status differences may constrain women's decisionmaking powers regarding their own health. The gender perspective also recognizes that power and status differentials between health provider and patient may affect diagnosis and treatment at health facilities by virtue of their status in society (Vlassotf and Bonilla 1994, quoting Foucault 1978: 39 ). Women's status within the household may affect their access to information about disease and preventive measures, their ability to implement such measures or to seek treatment for themselves, to travel to health centres for treatment, or to spend money to complete treatment. The presence of the mother-in-law in the household could strengthen, or weaken, the woman's ability to travel, and to seek appropriate care. The pattern of gender-based inequality of food distribution (see Chatterjee 1991; Khan et al. 1990 ) may affect disease infection and recovery. Because women tend to report for treatment less readily than men, female morbidity from tuberculosis may be considerably underestimated. Studies in India have shown that because women postpone treatment, they take a longer time to recover than men, and often return to normal domestic work while they are still debilitated (Murthy 1982) .
These general findings and conjectures should be confirmed/rejected in relation to women tuberculosis patients. Tuberculosis control programmes which are responsive to the constraints faced by women in seeking health care by creating conditions which will facilitate treatment-seeking, will have greater success in identifying women tuberculosis patients and enabling them to complete treatment.
It appears that urban residents are subject to a high degree of mental stress as a result of poverty and economic responsibilities. Women share a high burden of mental stress as they are often responsible for household maintenance. When women suffer tuberculosis, their stress level appears to increase as they fear the social and economic consequences of possible rejection, desertion, stigma and blame. Poverty and its consequences, including diseases like tuberculosis, appear to be the principal stressors of urban life. At a societal level, reduction or elimination of these stressors may improve community mental health. History teaches us that enhancement of the social and economic conditions of poor people will see a corresponding decrease in tuberculosis.
Conclusion
Tuberculosis will continue to be a major public health problem among the urban poor, and the delivery systems of the private and public health services will have to be reoriented to deal with this disease. Health programmes will have to be sensitive to the different needs and concerns of urban men and women with tuberculosis; in the case of women, health care providers will have to make particular efforts to identify and treat married women with tuberculosis completely. Patients' patterns of health-seeking for tuberculosis will have to be studied more systematically, and efforts should focus on keeping the patient in the treatment system from the time of first contact. This will require improved availability of resources like diagnostic facilities, drugs and other supplies at a community level. The formation of an NGO lobby to advocate, implement and monitor the municipal tuberculosis programme should help to improve the quality of tuberculosis care in Bombay city.
Endnotes
I Experts forecast that during [1990] [1991] [1992] [1993] [1994] [1995] [1996] [1997] [1998] [1999] 12 .3 million tuberculosis deaths will occur in South-East Asia. of which 1.0 million will be HIV-attributable (Dolin et al. 1994 ).
2 We do not know how many tuberculosis patients continue regular treatment with private physicians or with the public health services. Our sample was obviously biased towards patients of the NGO.
3 Weaving designs with gold and silver thread into fabrics.
